opinion were communicating the diagnosis and driving. All of the responses were summarized and distributed to the Task Force members. These were discussed at a second workshop in December, 1996 and many suggestions were incorporated into the final draft of the guidelines. This document was presented to and approved by the Board of Directors in February, 1997 and made available to the public at the Annual General Meeting of the Alzheimer Society of Canada in April, 1997. 4 The details of this process have been described in detail elsewhere. 5 In this manuscript, the consensus opinions generated by this process and their bases are presented.
Communicating the Diagnosis
Affected individuals and their families should be informed about the diagnosis and directed to appropriate support services in a sensitive manner.
For many physicians, communicating the diagnosis of Alzheimer's disease or other neurodegenerative dementias can be one of their most difficult tasks. Even in the context of specialized dementia clinics, this task can be exceedingly difficult. Relations between family members can play a significant role as some may not want to have the diagnosis communicated to the affected individual while others do. As a result, physicians may find themselves in situations of conflict. The issue of communication of the diagnosis was raised in the Fairhill Guidelines because of concerns that affected individuals are not always informed of their diagnosis despite having a "moral and legal right ... to receive a specific diagnosis unless he or she waives it" 2 (p.l423).
The arguments that have been put forth against diagnostic disclosure are based on: the lack of absolute diagnostic certainty from clinical data, the absence of effective treatments of progressive dementias, the potential for adverse psychological responses to diagnostic disclosure, and the questionable ability of persons with more advanced disease to understand the implications of the diagnosis. 6 Diagnostic uncertainty in Alzheimer's disease continues to exist despite significant improvements in diagnostic accuracy, and some uncertainty will likely continue to exist. Although numerous factors can contribute to the variable estimates of diagnostic sensitivity and specificity for the most commonly used diagnostic criteria, 78 the consistency of a diagnosis of a progressive dementia over time is generally accepted as being high when based on a thorough examination. 9 As in all neurodegenerative disorders, acquiring sufficient clinical information to establish a diagnosis of clinically probable Alzheimer's disease may require reassessment and the passage of time in order to establish a clear history of progression. Regardless of the absence of absolute diagnostic certainty, one cannot avoid the responsibility of providing individuals with "an open, honest presentation of information as it is perceived and known" 6 (p.949) at all stages of the assessment process.
Although the absence of effective treatments has been raised as an argument for failure to disclose the diagnosis in Alzheimer's disease, this situation is unlikely to exist within the very near future. Regardless of the availability of symptomatic treatments for Alzheimer's disease itself, the comprehensive management of the numerous medical, psychological and social issues that arise in the care of the person with dementia requires an open discussion of the diagnosis. One cannot justify failure to disclose a diagnosis of Alzheimer's disease on the grounds of the lack of appropriate interventions.
While concerns about the adverse psychological reactions to the disclosure of a diagnosis of Alzheimer's disease are valid, they do not justify a failure to disclose the diagnosis. Rather, they point out the need to be sensitive to each individual's situation. This includes consideration of his/her cognitive abilities, insight into his/her condition, current and past psychological state, and the available social support. Although cognitive impairments may be of such severity as to preclude the individual with Alzheimer's disease from fully appreciating the consequences of his/her diagnosis, this does not mean that they will receive no benefit from its disclosure. Disclosure to affected individuals in the presence of their family may also provide the family with an opportunity to see the individual as a person who is still respected by health care providers and assist all parties in discussing the diagnosis and its consequences openly. When Erde and colleagues 10 asked individuals waiting to see their family physicians whether they would wish to know of their diagnosis if affected by dementia, over 90% indicated that they would. The most often cited reason was to plan financial and personal care issues in advance.
In their survey of the manner in which diagnoses were disclosed within 20 dementia clinics in the United Kingdom and Ireland, Gilliard and Gwilliam" reported that while virtually all clinics ensured disclosure to the affected individual and his/her family, the procedure by which this took place was flexible. Although such flexibility should be encouraged, the Task Force felt it necessary to outline some guiding principles to be considered. Identification of the family members who should be involved in the diagnostic disclosure early in the assessment process was recommended as was discussion of the diagnostic and disclosure process with them. Other principles include: ensuring involvement of those members of the health care team who can make important contributions to the disclosure process, ensuring that sufficient time is available for the disclosure process, considering the possibility of follow-up sessions to address unresolved issues, and discussion of the availability of support services. Driving an automobile is a complex activity which requires adequate eyesight, hearing, motor ability, judgment, the ability to respond quickly and an understanding and recall of the rules of the road. Although eventually a person with Alzheimer's disease must stop driving, the diagnosis does not automatically mean that the individual is incapable of driving safely. Furthermore, the rate of declining abilities can vary between individuals and there is no precise test that indicates when a person is no longer capable of driving safely. Thus, driving privileges become a particularly difficult ethical issue for individuals diagnosed in the early stages of the disease. Laboratory measures of cognitive abilities relevant to driving, such as shifting attention, typically reveal deficits in even mildly affected individuals.
Driving
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Alzheimer's disease has been found to be no different than that for age-matched controls 13 and is lower than that for young adult males. 2 Thus, after considerable discussion of this issue and the widely divergent opinions expressed in the comments to initial drafts of the guidelines, the Task Force was unable to derive specific practice guidelines. In acknowledging the complexities of this issue and the unique manner in which they present, the Task Force recommended a coordinated and individualized assessment process which involves the individual and his/her family in an open dialogue of this issue with physicians and other relevant health care providers. Similar recommendations have also been put forth recently by an expert panel convened by the Swedish National Road Administration.
14 This process may often suffice for decision-making regarding driving safety. Specialized "road-tests" may make a significant contribution to understanding driving competence in drivers with mild dementia 1516 but, as with mandatory reporting to licensing authorities, road-testing is controversial. 14 Acceptance of restricted driving privileges is often difficult and requires a thoughtful approach on the part of physicians and other health care providers. 17 Acceptance may be facilitated by using a gradual, negotiated approach to the implementation of driving restrictions whenever possible. The loss of independence that accompanies a loss of driving privileges must be minimized by the provision of alternatives to driving and assurances that family members and either formal or informal support services will continue to provide access to meaningful activities. As with diagnostic disclosure, the potential negative emotional reactions to the loss of driving privileges makes this issue difficult to address and can produce threats to the therapeutic alliance between the individual and his/her health care providers. Nevertheless, in some provinces, physicians have a legal responsibility to report to a licensing authority if they are of the opinion that an individual is not fit to drive, and in all cases where driving is considered dangerous, the need to protect public safety requires the removal of driving privileges. The issue of driving privileges is one that must typically be dealt with in the early stage of Alzheimer's disease. More recent studies have shown that the majority of individuals with Alzheimer's disease cease driving within a few years of diagnos i s .
1 3 1 8 As Trobe and colleagues 1 3 noted, persons with Alzheimer's disease rarely decide to cease driving because of intervention by licencing bodies. The overwhelming majority of these decisions are made on the advice of family and/or physicians. Such findings serve to reinforce the approach to this issue advocated by the Task Force.
Decisions: Respecting Individual Choice
While still capable, the individual should be given choices and the opportunity to make decisions. Ideally, the individual has planned for the time when he/she can no longer make decisions and has identified another individual(s) who will take his/her prior wishes into consideration.
In societies which value personal autonomy, the ability to make decisions affecting one's life are extremely important to one's sense of self-worth and self-esteem. Although the progressive deterioration of cognitive functioning that characterizes Alzheimer's disease means that affected individuals eventually are unable to make appropriate decisions, the diagnosis of Alzheimer's disease alone does not preclude appropriate decision-making. Across the country, the assessment of competency and/or an individual's decision-making capacity is governed by differing provincial laws and it is important to distinguish between legal status and clinical opinion. Even when standardized assessment approaches are used, clinical opinion regarding competency to consent to treatment can vary between physicians. 19 Laws regarding designation of a substitute decisionmaker also vary across/between provinces. Throughout most of the disease process, some capacity for decision-making remains. This capacity varies with the nature of the decisions which fall on a continuum from simple expressions of immediate desire (e.g., rice or potatoes for dinner) to complex issues requiring comprehension of detailed information, specific experience and/or personal judgment (e.g., yes or no to the initiation of tube feeding). Those who provide care and assistance to individuals with Alzheimer's disease need to respect the decision-making capacity that remains and provide opportunities for the individual to make as many decisions as possible. Techniques to facilitate this process include reducing the number of options presented and reducing more complex decisions into a series of simple decisions (with step-by-step guidance through the stages).
Early diagnosis provides the individual with Alzheimer's disease the opportunity to discuss his/her opinions and wishes about complex issues with those who may ultimately be called upon to make these decisions (i.e., family members, substitute decision-makers, health care professionals). Ideally, these opinions and wishes will have been documented as advance directives and a person(s) will have been named who will make decisions that are not discussed explicitly in the advance directive. The presence of cognitive impairment may still allow an individual to complete an advance directive 20 and it has been recommended that neurologists encourage individuals in the early stages of dementia to complete advance directives. 21 One outcome of the deliberations of the second Ethics Task Force workshop was the identification of the importance of promoting the development of an advance directive "package" for persons with Alzheimer's disease and their families and work on this issue has begun.
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Quality of Life
Individuals with Alzheimer's disease are able to find pleasure and to experience satisfaction. The disease does not remove the ability to appreciate and respond, nor the ability to experience feelings such as anger, fear, joy, love or sadness.
Although the term "quality of life" receives considerable popular use, it is not a term which is easily defined. 23 Quality of life is a concept that incorporates external observations and an individual's subjective opinions. It may focus on specific healthrelated issues 24 or may include almost every aspect of one's life. Alzheimer's disease results in the eventual erosion of most aspects of one's quality of life. Understanding the affected individual's quality of life is difficult because cognitive impairments limit the ability of others to obtain accurate impressions of the individual's subjective experience. Knowledge of the person's past experiences, their current abilities, and the people, objects and occupations which provided meaning and satisfaction in the past, should all be used to guide decisions affecting their quality of life. Since health is central to a good quality of life it is essential that the overall health of the individual with Alzheimer's disease is monitored and treated effectively. This can be a particularly difficult clinical issue since atypical disease presentations are common among the elderly. 25 Provision of supportive social and physical environments is also essential for preserving quality of life. Living spaces should be safe and secure and allow the individual to make use of his/her remaining abilities. Creative methods of drawing on the remaining abilities of the individual can enhance quality of life. The need for companionship and physical intimacy must be acknowledged and respected also, and relationships with family and friends should be fostered. The quality of life of the person with Alzheimer's disease will be affected by that of the caregive r s ) . This may be most obvious in the relationship between caregiver "burden" and decisions to place a cognitively impaired family member in a long term care institution. 26 However, it can also be inferred from the reduced social networks of caregivers, 27 which must ultimately result in reduced opportunities for the person with Alzheimer's disease to engage in meaningful activities.
Participation in Research
Individuals The concept of free and fully informed consent, while a central principle of research ethics, poses problems when one considers the conduct of research on Alzheimer's disease. Recently, the majority of research conducted in Canada on Alzheimer's disease has been in accordance with the "Guidelines on Research Involving Human Subjects" published by the Medical Research Council of Canada. 28 However, the ethical problems associated with research on Alzheimer's disease have received considerably more attention in the "Code of Ethical Conduct for Research Involving Humans" 1 which will soon supplant the 1987 MRC guidelines and which draws attention to the importance of the principle of justice and the need to ensure that the potential to benefit from the participation in research is not denied to particular groups of individuals. As stated by High and colleagues, 29 "To deny persons access to research participation out of fear of exploitation of specific groups of persons is to avoid rather than accept and practice ethical responsibility." (p. 68). The "code of ethical conduct" clarifies the issue of free and informed consent thus: "Competence in choosing to participate does not require that prospective participants be competent for every kind of choice but, rather, that they be competent for making an informed choice regarding participation in a research project." 1 (p.I-2). In recognition of this position, the Task Force felt that research protocols should include a method of determining the ability of the research subject to understand the nature of the research, the consequences of participation, and alternative choices. The need for standardized methods to determine capacity to provide informed consent has been pointed out by Marson and colleagues. 30 Attempts to address the issue of standardized assessment of competency have been made in the context of advance directives 20 but this remains controversial. 29 In Canada, legislation regarding substitute decision-making for the participation of incompetent individuals in research varies among provinces and is often unclear. Most often, however, it is the family member(s) of the person with Alzheimer's disease who provide "third party authorization" as is the case for many decisions about clinical care. Nevertheless, it is incumbent upon the research team to ensure that decisions about participation in research that are made by a third party are in accord with the individual's wishes and are in his/her best interest.'- 29 The use of advance directives for research participation have been promoted by some, 31 while others have expressed concerns about their use. 32 However, most would agree that advance directives can make an important contribution to the proxy consent process. 32 Regardless of authorization of consent from a third party, the assent of the individual subject is almost invariably required for research to take place. 1 The other major issue regarding the conduct of research in Alzheimer's disease with incompetent individuals is the assessment of risks versus benefits. As stated by High and colleagues: 29 "No clear consensus exists either in the literature or in regulatory guidelines as to what constitutes an acceptable degree of risk when cognitively impaired persons are involved in research." (p.72). Careful consideration of the risks and benefits of research is essential in evaluating the ethical acceptability of any study which relies on proxy consent. Although there seems to be consensus that "risks beyond the threshold for normally acceptable risk" 1 or "risk of harm beyond a minor increment over minimal" 31 are not acceptable, such definitions are vague and remain open to the interpretation of local ethics review boards. Even for competent individuals with Alzheimer's disease, the process of informed consent should most often include the family member(s) since many study protocols assume that families will participate in important aspects of the protocol such as: providing transportation for the subject, providing observations of the subject's behaviour, monitoring medications, and implementing behavioural management strategies.
Genetic Testing and Alzheimer's Disease
The field of genetics is growing at an unprecedented pace. These genetic changes can be shared by more than one family or can be specific to one family.
Nevertheless, at this time, for the vast majority of individuals, there is no test (genetic or non-genetic) to determine if a specific unaffected individual will develop
In contrast, genetic risk assessment is the identification of a genetic risk factor(s) which could potentially increase an unaffected individual's chance of developing Alzheimer's disease. The presence or absence of a genetic risk factor does not positively identify who will get Alzheimer's disease and who will not since Alzheimer's disease can exist in the absence of a genetic risk factor or fail to develop in the presence of a genetic risk factor.
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Among individuals unaffected by Alzheimer's disease, some may wish to know whether they will develop the disease in the future while others may not want to know. It is thus critical that a person concerned about developing Alzheimer's disease in the future receive accurate information specific to his/her family. A strong family history of dementia does not necessarily imply that genetic testing is appropriate. Eligibility and appropriateness of genetic testing can best be determined by health care professionals at clinical genetics and/or dementia clinics located throughout Canada.
In the rare cases where genetic testing (either predictive testing or risk assessment) is appropriate, it must only be done with the individual's informed consent, with his/her agreement to have counselling, and with the understanding that confidentiality will be maintained in accordance with current legal guidelines. Results of genetic tests, regardless of whether the risk is increased or decreased for the future development of the disease, can have major ethical, social, psychological and legal implications for the individual being tested as well as his/her family. The Task Force expressed concern about the potential for financial exploitation of individuals who are willing to buy any test that claims it can "tell the future", whether or not the test has been proven definitive. The potential negative effects of testing on employability and insurability are well recognized. 39 Thus, counselling by trained professionals must be an integral part of the testing process and all testing must include the essential components of consent, counselling, and guaranteed confidentiality. The behavioural changes that accompany Alzheimer's disease pose numerous challenges to caregivers and can result in behaviours which are considered dangerous for the affected individual and those around him/her. In these situations, the use of restraints is often considered. Anything which restricts or controls an individual's movements or behaviours can be considered a restraint. Restraints can take various forms and include: environmental restraints, which represent changes to the person's surrounding that create barriers or limit movement; physical restraints, which are typically items attached to the body to restrict movement; and chemical restraints, which are medications such as tranquilizers and sedatives, that modify or restrict behaviour. Regardless of diagnosis, the presence of cognitive impairment has been shown to be highly related to the use of restraints in nursing homes 41 and this use of restraints is often inappropriate. For example, physical restraints continue to be used in a number of settings with elderly persons in an attempt to reduce falls despite the ineffectiveness of restraints for this purpose. 41 " 43 Moreover, physical restraints have also been shown to precipitate delirium in elderly persons in acute care settings. 44 However, some therapeutic interventions could also be construed as restraints. Examples of this include: a protected garden with free access to the inside in order to provide freedom to wander in a safe environment, the use of a lap belt to assist an individual to sit upright and thereby participate in a meaningful activity, and the short term use of a medication to control hallucinations which are disturbing to the individual (as opposed to being disturbing to the care providers). Thus, any generalized prohibition of the use of restraints would be inappropriate.
Frengley 45 argues for kindness as a guiding principle in the practice of medical care and describes the use of physical restraints as an unkind act. He points out, however, that lack of education, as well as laws and financial considerations, can work against the implementation of the principle of kindness in the health care setting. Similar concerns about the influence of financial considerations have also been expressed by Schnelle. 46 At present, considerable variability exists in the use of physical restraints in the care of the elderly, notably between the United States and Great Britain. 4143 Given the changing health care environment in Canada, we must be careful to avoid any obstructions to the provision of compassionate care to vulnerable persons.
The growing concern about the use of medications as chemical restraints, and the increased knowledge of appropriate pharmacologic management of behavioural disturbances in Alzheimer's disease, have prompted recent reviews of this topic. 47 Because of their worrisome side effects and indiscriminant use in the past, guidelines for the use of psychotropic medications in nursing homes have been legislated in some jurisdictions such as the United States. Since the introduction of such legislation, psychotropic medication use has been slowly reduced. In recent years, there has been an attempt to systematically study the efficacy of medications for specific symptoms such as paranoia and hallucinations but our knowledge of the most appropriate pharmacologic treatment of behavioural disturbances in Alzheimer's disease remains limited. 48 Current studies are looking at the potential benefits of discontinuing psychotropic medications in individuals who have been on them for extended periods of time. Increasingly, environmental and caregiver interventions for behavioural problems are being studied and it is these approaches, combined with the judicious use of medications, which will probably be the most effective approach to caring for individuals with Alzheimer's disease who have behavioural problems. 49 Since Alzheimer's disease is a progressive neurodegenerative disorder, ongoing changes in the abilities and behaviours of the affected individual will continually pose new challenges to care providers. A key to providing care which does not require the use of restraints is proper education about Alzheimer's disease and knowledge about the underlying basis of the behavioural disorder. Understanding more about the disease process and its effects on behaviour can help care providers understand: why certain behaviours occur, how potential problems may be solved or avoided without resorting to restraints, and what behavioural changes can be anticipated in the future. The interactive exchange of information among health care professionals, the Alzheimer Society and families of affected individuals is perhaps the best source of such knowledge.
End-of-Life Care
Respect Although death is a natural part of life, the progressive degenerative nature of Alzheimer's disease raises unique ethical issues related to care at the end of life, particularly in regard to the use of life-prolonging treatments in individuals with endstage dementia. 50 Many individuals with Alzheimer's disease die from complications of the disease, such as pneumonia, and treatment choices regarding the use of measures such as antibiotics, tube feeding, mechanical respirators, cardiopulmonary resuscitation, and surgery, are most often made by substitute decision-makers. 5 ' 52 Since these decisions may have to be made in the context of conflicting opinions from health care professionals and/or family members, the role of the substitute decision-maker can be exceedingly difficult. Some caregivers may feel anguish over the subjects of euthanasia and assisted suicide even though both of these are illegal in Canada. In the United States, the move toward managed health care has raised other issues and has led to a call for the measurement of the quality of end-of-life care, such that consumers can make informed decisions regarding their choice of health plans. 53 The Task Force recommends that resolution of the ethical issues regarding end-of-life care should be accomplished through open discussion between the individual with Alzheimer's disease, while still able to make decisions regarding future care choices, and those who will ultimately serve as the substitute decisionmakers). Once such discussions have taken place, the individual's wishes should be recorded in an advance directive. The progressive decline in capacity to complete such advance directives in Alzheimer's disease, makes this a pressing issue. Where the directions of an advance directive are clear, the care decisions should be guided by the individual's expressed wishes. Where there is still doubt, every effort should be made to reach a consensus between the wishes expressed in the advance directive, the wishes of the family, and the opinion of the attending physician by weighing the risks and benefits of the decision to the individual. In hopes of lessening the burden of these decisions, the Alzheimer Society of Canada is preparing a specific advance directive for different stages of Alzheimer's disease and related dementias which will address both the naming of proxy decision makers and the question of participation in research after capacity has been lost. Conflicts and disagreement are best avoided through early and continuing communication but, should they arise, clinical ethics consultants and ethics committees of health care institutions may be of some assistance in facilitating consensus.
COMMENT
The goal of the Alzheimer Society of Canada Task Force on Ethics was to raise awareness of those ethical issues that were identified as being of primary importance to persons with Alzheimer's disease, their families, and their care providers. Publication of these guidelines is seen as an opportunity to begin the discussion of these issues among all interested parties. As our knowledge about Alzheimer's disease increases and effective treatments become available, the issues discussed above will continue to evolve and new issues will arise. It is our hope that the current guidelines will serve as a starting point and will lead to ongoing discussions of the ethics of the provision of care to those with Alzheimer's disease and their families.
